Our film Dreams and Dilemmas: Parents and the Practice of Neonatal Care is on its way to meeting its goal of furthering the "Principles for Family Centered Neonatal Care" (Harrison H. Pediatrics 1993;92:643-50) through cinéma vérité depiction of parental involvement in decision-making. Reality-based filmmaking can provide valuable and successful educational material that advances care and understanding. However, there are real practical and ethical concerns such as privacy, consent, and uncertain or unknown future impact on participants. Successful reality-based filmmaking in a complex medical environment such as a neonatal intensive care unit requires careful attention to ways of ensuring full communication between all those involved and efforts to allay participants' anxiety about being portrayed unfavorably. The most important ingredient, however, is the skill and ability of the filmmaker to engender trust.
Neonatology has been a remarkable field to observe during the last 30 or more years. Clinical, academic, program, and systems leadership has resulted in well-documented, steady improvement in outcomes. Joe Butterfield is one of a special small group of neonatologists who have been able to conceptualize and implement change during more than three decades of progress. 1, 2 The health, breadth, and dynamic nature of neonatal medicine is evidenced by the fact that concerns and questioning about care and outcomes have not been limited to physical and biologic issues. There has been continued ethical debate about appropriate neonatal care and the respective roles of caregivers, parents, and society. 3 This has included public discussion of how babies die while receiving neonatal intensive care. 4, 5 The rights and role of parents as they relate to decision-making have been debated and principles to guide the provision of care have been advanced. 6 We-a neonatologist, a filmmaker, and an ethicist-present this description of one effort to influence and advance decisionmaking in the neonatal intensive care unit (NICU). Our film Dreams and Dilemmas: Parents and the Practice of Neonatal Care 7 emerged from the complex and occasionally heated debate about the interaction of parents and caregivers. The film is being widely used and has won awards. As producers of the film, we realize that we did not fully appreciate the potential impact and value of cinéma vérité films on clinical medicine.
THE DECISION TO PRODUCE A FILM
The publication of "The Principles for Family-Centered Neonatal Care" in 1993 6 was the impetus for our decision to produce a film. Earlier publications serve as indicators of a long-term and continuing tension within society and between health professionals and parents over what is appropriate care for critically ill and compromised newborns. That tension can be seen, for example, in the 1983 book, The Long Dying of Baby Andrew 4 and in more recent publications. 5, 8 Recent expressions of the tension have included legal proceedings over medical decisions in the peripartum interval. 9 The professional societies representing American and Canadian pediatricians and obstetricians have produced statements that address perinatal decision-making. 10, 11 The Principles document was initially drafted by a group of parents and then revised in 1992 in consultation with a group of neonatal professionals. Following publication, many of the original group of parents and professionals met at Dartmouth in July of 1994 to assess reaction to publication and explore strategies for implementation.* At that meeting the senior editor of Pediatrics, Jerold F. Lucey, stated that the article had generated the second largest number of letters to the editor of any single publication. One of the strategies that generated enthusiasm was the use of videos, including interactive technologies to advance public understanding of the issues involved. 12 At the conclusion of the meeting, a statement was forged that included recommendations for education through use of videos. Some participants questioned whether the complexity of the NICU clinical environment and decision-making could be addressed in a single video or interactive production. The project that most interested a working subgroup was a general video that would address the process of informed consent by stressing information, choice, and parental involvement.
Based on this recommendation, a proposal for a film modeling the practice of "family-centered neonatal care" was developed with the express intent of depicting the Principles' goal of active communi-
cation and decision-making shared by families and care providers. One factor in this decision was the belief, shared by those inside and outside the unit, that parent-centered care was a stated goal and practice of the Dartmouth-Hitchcock NICU. It was anticipated that instances of both meeting and falling short of this goal could be documented through candid recording of unit practice on film. The original plan was to film the "stories" of several sets of parents during birth, probably of a premature baby, and on to medical treatments and decisions that follow. Preparation for filming began before funding was secured. With the commitment of a grant from the Greenwall Foundation, filming commenced.
THE FILM
There was no script. The filmmaker and a sound technician were present in the Dartmouth-Hitchcock Medical Center NICU for many hours before bringing equipment with them. Once filming began many parents and babies were filmed. Material not used in the final version of the film remains archived.
The final film involves a mother and father, Gayle and Tom, as they experience the birth and subsequent NICU treatment of premature twin boys, Thomas and Travis. The 58-minute film ends with discharge and does not show or comment on post-NICU experiences. This reflects a conscious decision to remain true to the actual clinical experience, when later patient outcomes are unknown and uncertain. Many health providers, including neonatologists and house officers, nurses, neonatal nurse practitioners, respiratory therapists, and social workers are seen and heard. Five neonatologists appear. The one who was the initial attending physician occupies the most physician time. Captioning is used sparingly and for purposes of clarity and continuity. Details of the clinical problems are sufficient for professional understanding of the basic pathophysiologic processes but are not a focus of the film.
The film includes scenes involving difficult discussions and pictures of the babies receiving care in the neonatal intensive care environment. Viewers see scenes that indicate that communication is not always up to expectations and that there are differences between providers and parents. As the film progresses, changing provider and parent behaviors, opinions, and needs become apparent.
DISCUSSION
We have been gratified by response to the film. There is clear indication that the film's primary goal, to generate thought and discussion, has been met. Whenever the film is viewed, the immediate response is open comment and animated discussion. Often, initial comment is experiential, drawn from the frame of reference of the commentator; discussion then tends to move to a more population and issue-based focus. The range and variety of expression is broad, and major issues commonly arise from the audience without effort from a facilitator. Intensity and conviction of statements and questions are high. It is common for there to be spontaneous interaction among viewers.
Audiences to date have included providers, health care and other students, and the general public. Parents of former NICU patients have been present and joined freely in discussion. We have not purposefully shown the film to parents expecting to give birth to high-risk babies soon or with babies in intensive care. At this time, we are uncertain about whether this should be done. We do not have present concerns about other audiences. The film has been shown on public television and generated positive review and individual comments. There have been few negative comments. The most consistent expression of concern seems to be whether a specific role such as nurse, resident, or social worker is shown clearly or often enough. These concerns may arise from the fact that roles are intentionally not identified with captions and the film is not narrated. There has been some expression of concern about privacy of the family.
We have concluded that cinéma vérité films can be exceptional educational material. By reducing the narrator's or the filmmaker's presence, cinéma vérité allows a relatively unhindered view of real practices, issues, human dynamics, and problems. As such, it is a valuable method for advancing understanding and care in difficult and complex areas of health care delivery, including neonatal intensive care. We believe that this film will advance appropriate parental participation in decision-making. Appreciation not only of the value but the complexity of reality-based filming, and specifically cinéma vérité, is important, however, because the technique also raises substantial ethical questions of its own, including issues of privacy, consent, and uncertain future impact on the film's participants. 13 Dreams and Dilemmas is based on the premise that the subjects of the film, parents and health care providers, are the experts and the filmmaker is their tool. It is an illusion that the camera records events while being invisible, when in fact, the equipment and filmmaker are present. In this case, the filmmaker committed hours over many weeks to being in the NICU before filming began. This allowed two things to happen: first, it permitted observation of the way the place and people work and, second, it familiarized the filmmaker with the people whose story the film would try to tell. The architecture of the film ultimately concentrates on concepts and situations that occur over and over again with different actors. Truths emerge without prodding by the filmmaker.
During filming the camera and filmmaker became part of the NICU environment in the conscious and subconscious minds of the staff and parents. This degree of familiarity, awareness, and acceptance is essential if reality-based decision-making is to be recorded.
In this case, the filmmaker departed from his usual practice and did not periodically show takes to the people being filmed. Sharing raw footage with subjects makes perfectly clear what the camera sees and reinforces participant's sense that the camera is basically neutral and respectful. This increases subjects' level of comfort with inviting the camera into their world. With this film, however, most participants had little interest in seeing footage. It is possible then, that in this case, decisions about what to include were relatively more in the hands of the filmmaker.
A further consideration is that definitions of privacy and consent may have been less a shared matter between filmmaker and subjects than the outcome of decisions by the filmmaker. Consent is different in filmmaking from that of science and medicine. Special discussions involving filmmaker, producers, and advisory committee members were needed to understand this issue. For consent to be valid from a medical perspective, it should include freedom from coercion and deception, competency of the subjects, and full knowledge of procedure and anticipated effects. With filming, however, knowledge of procedure and anticipated effects is difficult to provide when the filming is of unscripted reality and the effects unknown. Our experience suggests that reality filming in medical environments must proactively address the consent issue to avoid misunderstanding and mistrust.
Trust was a prime ingredient in the success of this film. Among the many important matters that had to be addressed were communication of purpose to all participants (staff and families), involvement of a multidisciplinary internal advisory committee, and recognition of concerns about confidentiality and anxiety about being unfavorably or unattractively portrayed. To become a part of the environment, the filmmaker must be able to engender trust. Ultimately, a cinéma vérité film that is to be used to develop insight and change behavior will fail if the filmmaker is not trusted. The trusting relationship between filmmaker and subject thus can be said to be similar, but not identical, to the relationship between doctor and patient.
